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SEASON’S GREETINGS!

In this issue, we feature a story about a California program that is 
providing – and promoting – breast cancer screening for women with 
disabilities, a neglected population (page 2). Also, we salute cartoonist 
Cathy Guisewite for including mammography messages in her “Cathy” 
comic strip during National Breast Cancer Awareness Month (NBCAM).  
Our thanks to Mary Suggett of Universal Press Syndicate and Ms. 
Guisewite for allowing us to reprint the comics on page 5.

Looking ahead to January-February 2003, we’ll report on follow-up from 
the national collaboration with Wal-Mart Stores, Inc. for NBCAM. Other 
articles will highlight activities of Centers for Medicare & Medicaid 
Services (CMS) partners to promote screening. Won’t you share your 
story? Please send articles, ideas & suggestions to Editor Maribeth Fonner 
at e-mail mfonner@cms.hhs.gov or phone (816) 426-5039.

Sincerely,

Annette E. Kussmaul, MD, MPH
Medical Officer
Division of Clinical Standards & Quality
CMS, Region VII, Kansas City  

Sandy Kappert
Director, Division of Health Promotion
CMS, Center for Beneficiary Choices
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Breast Health Access for Women with Disabilities – A California 
Program Addresses this Underserved Population
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-Florita Maiki, MA

Breast Health Access for Women 
with Disabilities (BHAWD) is a com-
munity partnership of women with 
disabilities, breast cancer survivors, 
medical professionals, and disabil-
ity-rights organizations. BHAWD is a 
program of the Rehabilitation Line 
of Alta Bates Summit Medical Center 
in Berkeley, California. The mission 
is to increase access to breast health 
information, screenings and early 
breast cancer detection for women 
with disabilities. The first program 
of its kind, BHAWD is a catalyst - 
nationally and internationally - for 
accessible breast health services.  

BHAWD is developing specialized, 
potentially life-saving services for a 
population of women whose breast 
health needs, until recently, have 
been overlooked. Yet, barriers to 
access are so pervasive that 17% of 
U.S. women age 20+ face major obsta-
cles to obtaining early breast cancer 
detection because of their disabilities.  

BHAWD’s work is to impact the 
obstacles that women with disabili-
ties regularly encounter - clinical, 
attitudinal, emotional, informational, 
physical, architectural and financial.  
BHAWD is refining its existing clini-
cal practices and developing adaptive 
protocols for clinical breast examina-
tions, breast self-examinations, and 
mammography for women with physi-
cal and developmental disabilities.  

To be most effective, BHAWD is 
continuing to devise, implement 
and disseminate training materials 
geared for medical and health provid-

ers and women with disabilities. The 
materials will give consumers greater 
knowledge and will add to the pool 
of health care providers that are sen-
sitized to the special breast health 
needs of women with disabilities. 
Finally, through coalition build-
ing and advocacy, BHAWD strives 
to have these special health needs 
recognized throughout the State of 
California’s women’s health programs.

History

The impetus for BHAWD came from 
a question posed late in 1994 by a 
longtime disability rights activist. 
The activist, who has cerebral palsy 
and who survived breast cancer, 
asked a 30-year veteran oncology 
nurse whether there was a connec-
tion between her disability and the 
late detection of her cancer. Could 
the tremors caused by her cerebral 
palsy have prevented the mam-
mography machine from capturing 
clear images that would reveal the 
cancer earlier, when it was smaller? 
The nurse was stumped and sought 
answers from colleagues and mem-
bers of the disability community. 
Within a year, the nurse, the activist 
and other dedicated collaborators 
founded BHAWD - and paved the way 
for what has become a transforma-
tion in women’s health care. 

Activities

Since its founding in 1995, BHAWD 
has identified and successively 
reached out to various segments of 
the disability community, medical 
and health service providers, family 
members, media and the public in 
general.

BHAWD’s current activities include:

• Operation of the nation’s first 
dedicated breast health clinic for 
women with disabilities;

• Ongoing development of unique 
outreach techniques targeting 
women with different levels of 
independent function, with vary-
ing health conditions, and of 
diverse age, ethnicity and race;

• Development and ongoing expan-
sion of its comprehensive, fully 
accessible, interactive website 
about access to breast health care 
for women with disabilities - the 
first in the nation;

• Development of health education 
materials specific to the targeted 
populations;

• Development of clinical protocols 
for each of the breast health prac-
tices: clinical breast examination, 
breast self examination, and mam-
mography;

• Provision of  technical assistance 
and training to organizations 
and medical providers  seeking 
to understand and replicate or 
modify the BHAWD model;

• Identification of policy issues and 
approaches; and

• Presentations, testimony and 
poster sessions at major confer-
ences on breast health, women’s 
health, disability, oncology, reha-
bilitation etc.

continued on page 6
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To read back issues of the Not 
Just Once Newsletter, please visit 
the website: www.cms.hhs.gov/

preventiveservices/1a.asp

-Lee Anne Carroll, BS, RN

The Centers for Medicare & Medicaid 
Services (CMS), with support from 
the Virginia Health Quality Center’s 
Physician Office Quality Improve-
ment Organization Support Center 
(QIOSC) is compiling a Patient Reg-
istry Toolkit in support of Quality 
Improvement Organizations’ (QIO) 
Seventh of Scope of Work outpatient 
efforts. Additional QIOs assisting in 
the toolkit’s development include 
Idaho, Massachusetts, Montana, West 
Virginia and Wisconsin.

A patient registry is an electronic or 
manual tool for tracking clinical care 
of, and providing planned care to, 
a population. Registries can vary in 
sophistication from a 3x5 index card 
system to an electronic tool, tied to 
guidelines, that integrates clinical 
information and generates reports 
and reminders for care. For example, 
a provider can quickly generate from 
their registry reminders for women 
in need of a mammogram, lists of 
diabetic patients whose HbA1c levels 
need monitoring, lists of patients in 
need of a flu vaccination, etc. The 

ultimate goal of a patient registry is 
to help providers be more proactive 
in managing their patients’ condi-
tions.  

A first draft of the registry toolkit 
was released in August 2002. The 
framework includes: 1) supporting 
literature and resources; 2) recruit-
ment strategies; 3) implementation 
strategies; 4) sustained-use strate-
gies, and 5) QIO experiences. The 
supporting literature/resources sec-
tion references published literature, 
QIO literature, and related websites.  
Recruitment strategies include tools 
and marketing methods for individual 
and group practices. The emphasis 
of the implementation section is to 
provide registry installation/system 
requirements and training needs for 
physician office staff.  QIO follow-up 
is reflected in post-implementation 
efforts, as well as sustained use 
techniques. QIO experiences include 
lessons learned, barriers, and keys to 
success information.   

The final version of the toolkit is 
scheduled for release in December.  

It will include outcomes and les-
sons learned information from the 
“What Works” survey findings. The 
purpose of the “What Works” survey 
was to identify strategies from QIOs 
with patient registry recruitment and 
implementation experience that were 
successful, as well as those that were 
unsuccessful but produced knowl-
edge, in order to ultimately improve 
QIOs’ ability to facilitate patient reg-
istry use by clinical partners. WebEx 
training demonstrations of QIO reg-
istry software, as well as additional 
tools and resources to expand the 
initial framework, will be included in 
the final version. 

For more information on the Patient 
Registry Toolkit, please contact the 
QIO in your state. A directory of 
QIOs is available on the internet via 
www.cms.hhs.gov/qio/ - click on 
“Directory” on the menu at right.  
QIOs may access the toolkit posted 
on their intranet.

Ms. Carroll is a project coordinator with 
the Physician Office QIOSC, the Virginia 
Health Quality Center, in Glen Allen, VA.
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Screening Mammography: Your Recommendation is More 
Important than Ever

-Annette E. Kussmaul, MD, MPH

“Doctor, do I really need a mammo-
gram?”

These days, your patients may have 
more questions than ever – about 
a screening test you have already 
discussed several times.  Recently, 
mammography has been in the pop-
ular press on a weekly basis, and a 
few stories have questioned its effi-
cacy. Other articles have supported 
its use. These conflicting messages 
can contribute to confusion – and 
questions in the examination room.

Eight major randomized controlled 
trials have shown that screen-
ing mammography every 1-2 years 
decreases mortality from breast 
cancer.1 These studies were con-
ducted in Europe and North America 
in the 1960s-1980s. The current 
controversy started last fall when 
two Danish researchers, Ole Olsen 
and Peter Gotzsche, questioned 
the validity of six of these stud-
ies, saying randomization in the 
studies was flawed. Based on the 
results of the two remaining trials, 
they concluded that screening mam-
mography shows no benefit. Olsen 
and Gotzsche published a summary 
of their findings in The Lancet in 
October 2001.2

A flurry of response letters strongly 
disagreed. So did major medical 
organizations, the National Cancer 
Institute, and most patient advocacy 
groups. But public debate, stimulated 
by continued media coverage, ques-
tioned the value of mammography. 

As a result, ten health organizations 
– including ACOG, the American 
Medical Association and the American 
Cancer Society – co-signed a full-
page ad in the January 31, 2002 New 
York Times “strongly urging” women 
to follow the advice of their physi-
cians and obtain mammograms.

Three weeks later, Health and Human 
Services Secretary Tommy G. Thomp-
son announced an updated recom-
mendation regarding breast cancer 
screening from the U. S. Preventive 
Services Task Force (USPSTF). This 
independent group of experts system-
atically reviews evidence of effective-
ness and makes recommendations 
for clinical preventive services. 
The USPSTF recommended screen-
ing mammography, with or without 
clinical breast exam, every 1-2 years 
for women age 40 and over.3 The 
“B” recommendation of the USPSTF 
means that the review found at least 
fair evidence that mammography 
improves important health outcomes 
and concluded that benefits out-
weigh harms.

More recently, a March 16 paper in 
The Lancet reported on the long-term 
follow-up of four original random-
ized controlled trials conducted in 
Sweden. The authors found that 
screening mammography reduced the 
risk of breast cancer death by 21%.4  
The effect was greater for women in 
their 60s.

Nonetheless, the recent press cover-
age may have raised doubts for some 
patients. They will be looking to 
you for information and guidance.  
Remind patients that their risk of 

breast cancer continues to increase 
as they age, that they do not “out-
grow” their risk of breast cancer. 
Mammography, although not perfect, 
is the only screening tool available 
at present.

Having a system of care in the office 
will ensure that you and your staff 
regularly remind patients about and 
refer them for screening mammogra-
phy and other important preventive 
services. Quality Improvement Orga-
nizations, under contract with Medi-
care, can assist you in setting up in-
office systems. For more information 
about the Quality Improvement Orga-
nizations, including contact infor-
mation for the organization in your 
state, see www.natbreastcancer.com 

Some patients may ask about mam-
mography; some may not. But your 
recommendation is more important 
than ever. Talk to your patients 
about the benefits and limitations of 
screening mammography.  

Editor’s Note: Reprinted with per-
mission from The American College 
of Obstetricians and Gynecolo-
gists, ACOG Clinical Review, 2002, 
Volume 7, Issue 6, pages 1-2.

For more information about 
ACOG Clinical Review, see 
www.elsevier.com/locate/clinrev or 
www.sciencedirect.com.

Disclaimer:  The opinions herein are the 
author’s and not necessarily those of the 
Centers for Medicare & Medicaid Services.

continued on page 5
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CATHY © 2002 Cathy Guisewite. Reprinted with permission of UNIVERSAL PRESS SYNDI-
CATE. All rights reserved.

The Mammography Campaign Salutes “Cathy”

“Cathy” continues to be a partner 
in this educational effort.  In 
October 2002, Cathy told her mother 
about the importance of regular 
screening mammography, “…This 
article says all women over 40 need 

mammograms, especially women your 
age who are least likely to do things 
to take care of themselves … if 
problems are caught early, almost all 
women can live long healthy lives…”

Screening Mammography...
continued from page 4

Dr. Kussmaul is a Medical Officer in the 
Division of Clinical Standards & Quality in 
CMS’s Kansas City Regional Office. She is 
the lead for the National Medicare Mam-
mography Campaign.
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BHAWD continues to place foremost 
emphasis on partnership and col-
laboration with members of the dis-
ability community. BHAWD seeks to 
promote full inclusion for women 
with disabilities to breast health ser-
vices and information. Women with 
disabilities are partners in all aspects 
of BHAWD’s work, i.e., development, 
leadership, policy, implementation, 
dissemination and evaluation.  Over 
the next five years, BHAWD plans to 
strengthen itself as a national model 
women’s health program for women 
with disabilities with an emphasis in 
three areas: clinical services, educa-
tion (provider, practitioner, and con-
sumer) and public policy.

More information about BHAWD 
is available on the internet at 
www.bhawd.org.  Or contact Florita 
Maiki, MA at (510) 204-4866.

Ms. Maiki is the manager of Breast Health 
Access for Women with Disabilities.

-Margaret Medley

On October 26, 2002, staff from 
the Centers for Medicare & Medic-
aid Services (CMS) Seattle Regional 
Office provided technical support and 
participated in the first Community 
Breast Cancer Awareness Block Walk 
& Pink Ribbon Event.  This event 
was  hosted by Cierra Sisters, Inc., 
a recently-formed African-American 
breast cancer support and survivors’ 
organization.

Local community partners such as 
the American Cancer Society, the 
Regional Cancer Information Ser-
vice, City of Hope, and the Susan G. 
Komen Breast Cancer Foundation, as 
well as CMS provided mammography 
& other health education materi-
als.  These were  placed in plastic 
bags for dissemination in the Rainier 
Beach (Seattle, WA) residential area.   
Twenty-five breast cancer survivors, 
along with family and friends, walked 
around the Rainier Beach neighbor-
hood in teams of five.  They handed 
out (or left at the doors) health 
information packets. These contained 
materials addressing the importance 
of early detection of breast cancer, 
Medicare coverage of preventive ser-
vices, Healthy Kids 2001 (a children’s 
nutrition program), and assistance in 
accessing quality health care.

After a one hour block walk, the 
teams returned to the meeting facil-
ity, at which time the “Pink Ribbon/
Welcome Back” program commenced.  
Guest speakers included Dr. Nancy 

Anderson of the Washington State 
Medicare/Medicaid Program and Carol 
Crowder, PA, a Women’s Health Spe-
cialist from Group Health Hospital.  
Dr. Anderson discussed the State 
Medicaid Program for underserved 
and uninsured women with breast 
cancer.  Ms. Crowder gave helpful 
information about coping skills after 
breast cancer treatments.  Local com-
munity partners hosted information 
booths, and were available to answer 
questions and provide additional 
information to the walking teams and 
audience members.

Ms. Medley is a Health Insurance Special-
ist with the Customer Relations Branch, 
Division of Beneficiary Services in CMS’s 
Seattle Regional Office.  She is the Mam-
mography Coordinator for Region X.

CMS Region X Participates in “Block Walk” 
for Breast Cancer Awareness

Breast Health Access...
continued from page 2



Not Just Once      November – December 2002Page Not Just Once      November – December 2002 Page

CMS’s Regional Mammography Coordinators

CMS’s Regional Mammography Coordinators are a wonderful resource for partners working on breast cancer projects 
geared to older women. We encourage you to make contact with our coordinators, listed below and learn more 
about how we can be of assistance to you.

Monica Henderson or
Peter MacKenzie
CMS Region I
John F. Kennedy Bldg., #2275
Boston, MA   02203
(617) 565-4483
mhenderson1@cms.hhs.gov or
pmackenzie@cms.hhs.gov

Norma Harris
CMS Region II
26 Federal Plaza, Room 3811
New York, NY   10278-0063 
(212) 264-3720
nharris@cms.hhs.gov

Pat Lowry
CMS Region III
The Public Ledger Building
Suite 216
Philadelphia, PA   19106
(215) 861-4295
plowry@cms.hhs.gov

Brenda Cousar and
Bridget Winters
CMS Region IV
Atlanta Federal Center 61 Forsyth 
Street, Suite 4T20
Atlanta, GA   30303
(404) 562-7223
bcousar@cms.hhs.gov or
bwinters@cms.hhs.gov

Rita Wilson
CMS Region V
233 N. Michigan Avenue, Suite 600
Chicago, IL   60601
(312) 353-1448
rwilson2@cms.hhs.gov     

Linda Horsch
CMS Region VI
1301 Young Street, #833
Dallas, TX   75202-4348
(214) 767-4467
lhorsch@cms.hhs.gov

Natalie Myers or
Mary Jane Hamilton
CMS Region VII
601 E. 12th Street, Room 242
Kansas City, MO   64106-2808
(816) 426-6317, x3440
nmyers@cms.hhs.gov or
mhamilton1@cms.hhs.gov

Mary Munoz and
Dawn Finnell
CMS Region VIII
Colorado State Bank Building
1600 Broadway, Suite 700
Denver, CO   80202-4367
(303) 844-5737
mmunoz@cms.hhs.gov or
dfinnell@cms.hhs.gov

Shirley Bordelon
CMS Region IX
75 Hawthorne  Street
San Francisco, CA   95105
(415) 744-3613
sbordelon@cms.hhs.gov

Margaret Medley or
Lucy Matos
CMS Region X
2201 Sixth Avenue, RX-44
Seattle, WA   98121-2500
(206) 615-2355
mmedley@cms.hhs.gov or
lmatos@cms.hhs.gov
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